demands not only state-of-the-art nursing skills and techniques but the delivery to be provided in a noncontrolling compassionate manner. When considering a plan of care for a terminal patient, the first issue to be addressed must be to clarify that in fact there is no further curative treatment that could be offered. Cecily Saunders, in her book The Management of Terminal Disease (1978) , establishes two systems of care -the cure and care systems, stressing the continuing overlapping of each. If a patient is moved along the continuum toward the strictly care system too soon, both medicine and nursing have done a serious injustice. In order to establish where a person is in the course of his care, we must not only look at x-rays, blood work, and CAT scans, but we have an obligation to listen to his goals, to know if more treatment or extraordinary measures are desired. It is essential that if the medical community implies "there is nothing more we can do," the nursing profession assumes some responsibility to help the patients hear that they are supported and while the focus of the service being provided changes, there is in fact much that can be done to influence the quality of their life. The goals of the care efforts must change to deal with the physical, psychosocial and spiritual issues that impair the comfort and relative well-being of the patient.
HISTORY OF HOSPICE CARE
As medical technology became more progressive, death was viewed as a failure of medicine, not as a normal evolution of life. By the mid-twentieth century, death had become a taboo. Adults were very uncomfortable in its presence, preferring to deal with it in an institutional setting, and children were told stories as a way to protect them from reality. In the late 1960s, the concept of hospice care was developed in England and brought to the United States in the early 1970s. With the advent of the hospice philosophy, a new specialty was introduced into health care which deals with a holistic approach to the dying person and their family.
Hospice is described as a program of palliative and supportive care provided by an interdisciplinary team. The focus of the care is both patient and family, covering all aspects of physical, social, emotional, and spiritual concerns. This care includes 24hour coverage and its follow-up is continued into bereavement (Blues & Zerwekh, 1984) . The structure of the team and its communication processes encourage nurses to use their education and skills. Cecily Saunders, the founder of St. Christopher's Hospice in London, who is both a nurse and a physician, believes that nursing is the cornerstone of hospice care (Saunders, 1981) . The value of the nurse in the hospice is verified by the United Statesin the regulations of the Medicare Hospice Benefitin that the coordination of servicesbe the responsibility of the nurses on the team.
DEFINITION
Hospice is a concept of care which can be provided in various settings. Since the focus of the care is both the patient and the family, it is important to learn what each person wants regarding the place and course of care. In the terminal phase of one's life, the acute care needs are often less. There are no diagnostic procedures being conducted and since active curative therapy has been discontinued, one's skilled care needs are often at a minimum.
Other aspects to consider in deciding for or against hospice care in the home are: the availability of people to provide care; financial coverage re: insurance and private payability; space and the need for medical equipment. If the situation is appropriate, home care can have definite advantages for both the patient and the family. The home atmosphere and the nearness to familiar and meaningful surroundings can lessen the sense of isolation often felt by a dying person while the routine of family life can function at least closer to normal when trips to the hospital are alleviated.
Once the patient has gone home, the hospice nurse must convey a feeling of confidence to patient and family. They must sense that the nurse has the knowledge and the skills to care for their loved one. She or he must also represent the team concept so that there is an obvious connection to the primary physician which reduces the feeling of abandonment which can exist when active therapy for the purpose of cure has been stopped.
An accurate and extensive nursing assessment done at the time of the first visit is necessary for several reasons. The nurse must first know a baseline for each system to evaluate change. The pain assessment will include not only the presence and absence of pain but location, degree, and what factors intensify and relieve the discomfort. The patient needs to explain in his or her own words how medicines are used as the difference in how medicines were ordered and how they are actually being taken can often clarify why there is ineffective pain control. Another important system to review in detail is the gastrointestinal because of common problems such as those associated with taste changes, decreased appetite, and constipation. The physical ability to perform the activities of daily living is so limited in these patients that in addition to personal care needs, the nurse must be attentive to the hydration and skin turgor status while preventing skin breakdown from the first day of service.
In addition to the assessment of the patient's physical status, the first visit must also be used to learn the status of the other aspects of both the patient and family lives. It is important to establish the family system, identifying not only the names, ages and location of each member but to clarify theroles that each play within the functioning of the family unit.
Another area to address is that of loss history, It is important to understand what other losses this unit of care has had to deal with and in fact how did they cope. The nurse needs to look for repetitive patterns of use of defense mechanisms both functional and maladaptive. The nurse is not necessarily trying to change these patterns but in being aware of their use, is able to work with the patient and family in a less threatening manner. Another major area to explore when starting service to a terminally ill family is the relationship a spiritual life has with them as individuals and as a group. The concepts of life and death have strong religious implications and when an individual faces that transition, a review of belief systems is often foremost in their minds. The nurse by awareness of this need may help to orchestrate that aspect of life review.
PAIN MANAGEMENT
Nursing focuses on human experience, not disease analysis (Blues & Zerwekh, 1984) . At the point when medicine has stopped trying to cure and the patient is in the care system as identified by Cecily Saunders, the nurse becomes an important component in the management of the care. In the area of management of pain symptoms, the nurse plays an integral part, first in the initial assessment and ongoing evaluation of the pain and its relief; secondly, in the education to patient and family of the. need for medication, its use and method of administration; and thirdly, as the advocate between patient and physician.
Because the physician often does not see the patient during the terminal phase of his or her life, the physician will prescribe medications based on the nurse's assessment. The nurse must be aware of the normal course of the disease to not only understand the source of the pain but also to anticipate potential problems such as a woman with advanced breast cancer should be continuously assessed for presenting signs of metastasis to the bone, or a patient with progressive lung cancer must be evaluated for brain metastasis before concluding that the source of a headache is related to stress.
No matter how comprehensive a medical regimen is designed to control pain, there will be no relief unless there is cooperation from the patient and the person responsible for its administration. This is accomplished by allowing the patient some control, through exploring what choices are available. The patient learns how the medicines work and will tend to be more compliant because he or she was included in the plan. A standard goal that a nurse may have for a patient is to be free of pain. After exploring options, the nurse may be surprised to find that the patient's goal is not aligned with hers or his. A person may choose to have some degree of pain for various reasons, such as: "When I feel pain, I know I'm still alive" or the belief that suffering pain will have a positive outcome for a desired intention.
Often by talking and listening to the patient, the nurse can gain insight to why decisions are made and can help work through fears of addiction or "too powerful drugs" so that pain relief can be achieved and the patient maintains his sense of control. An important role of the nurse is to not only deal with the present pain and treatment but to look forward to increasing pain and alternate routes if swallowing should become a problem. The majority of pain control can be accomplished by the oral route which is easily managed at home. If the primary careperson has been prepared to assess a change in the patient's status, the level of pain control will not be affected as the move is made from oral to rectal or parenteral administration. The family need not only be adept at the technique required but they must be confident in their ability to provide care and relieve their loved one's suffering. By obtaining from the physician a range of medication orders, the nurse is able to adjust doses on a 24-hour basis as symptoms change, often preventing a disturbance of the doctor in the middle of the night or a visit to an emergency room. It is important to be aware of non-narcotic medications that may be an optimal choice for providing comfort such as ibuprofen for bone pain or corticosteroids for nerve root compression and headaches from intracranial tumors.
Side effects and signs of toxicity are necessary tools in helping to evaluate appropriate pain management. The most accurate way to assess the level of pain is to ask the patient. An effective pain regimen is one which alleviates the patient's pain, not the nurse's interpretation of that pain. It is the responsibility of the nurse to use her skills to find the cause of the pain, help the patient and family to maintain some control over the situation and in the end meet the expressed goals.
SYMPTOM MANAGEMENT
Pain in the terminally ill is usually not the only symptom to control and, in fact, leads to the second most frequent problem, constipation. The combined effects of regular narcotics use, decreased mobility, minimal oral intake, and progressive dehydration greatly alter a regular bowel pattern. A combined regimen of stool softeners and laxatives should be started as an automatic protocol using the goal of preventing constipation before having to resort to painful and embarrassing methods such as enemas and manual disimpaction. It is important to realize that the causes of bowel problems cannot be changed and the aim in establishing care is truly the management of symptoms and not the cure. Additional G.1. disturbances that can occur are chronic anorexia, nausea, vomiting and monilial infections. Because these relate to or result from decreased oral intake, they present increased stress on the family.
Historically, when a loved one is ill, one feels some satisfaction through offering nourishment. Tea and toast, along with the infamous chicken soap, usually make the mother in us feel better than the patient. The hospice nurse often needs to work with the family to stop forced feeding and to find other ways to show concern and caring. Loved ones need to know they are not "letting their family member down" but, in fact, they are showing their support in more realistic ways than nagging them to eat when they are not physically able.
Some of the most frightening symptoms to help people cope with are those related to respiratory distress. From the panic associated with air hunger, to pattern changes such as Cheyne-Stokes breathing, and the ultimate "death rattle," much work is needed to be done by the nurse to alleviate the distress and prepare the family so that control can be maintained. The use of oxygen and medications such as bronchodilators, steroids, and narcotics will decrease some of the contributing factors of dyspnea, while non-invasive techniques such as guided imagery and relaxation exercises work to reduce the panic and results in a more controlled, effective breathing. When a patient becomes too weak to clear the airway of secretions, a noisy inspiration occurs which can be extremely disturbing to loved ones. The use of scopalamine by either the subcutaneous or transdermal routes will dry up excess secretions and provide relief to both patient and family.
As the disease process progresses, the patient becomes less able to perform the routine activities of daily life. There is depletion in his or her energy reserve due to tumor growth, resulting in a "slowing" of body functions and a decreased capacity to tolerate simple activities such as eating, toileting, and ambulation. Personal care needs must be attended to by family or professional help. This aspect of deterioration, more than any other, has a psychological impact on the patient. It reinforces, along with changes in body images, that he or she is not the same person as before the illness. The patient is forced to become more dependent, not only in loss of occupation and role position in the family but in every physical function. Adapting the environment to optimize the situation by the use of medical equipment in the home, intercom systems to provide security, and a regular routine to insure continuity are but a few waysto allow some degree of control to be preserved by the patient.
PSYCHOLOGICAL MANAGEMENT
In addition to physical problems that need to be addressed, both patient and family are trying to cope with multiple psychological stresses. Issues of grief, both anticipatory and actual, financial strain and planning for the future of the survivors are but a few which can contribute to family conflict, isolation and the prevention of closure resolution. During the terminal phase of one's life, there is opportunity for life review which can be facilitated by the nurse by way of looking at photos or taking time to listen to stories of life and growth experiences. This is also the last time the patient and family will have a chance to say good-bye. The dying person often needs to know that their loved ones will be "okay." It is a way to settle their responsibilities and by having the family assure them they have plans for the future, it gives them a sense of permission to let go and stop fighting.
In order to support a family through the crisis of terminal illness, an atmosphere of honesty and trust must be established by the nurse. The nurse must be an intimate friend in a professional sense, and is there to provide a service, not become part of the family or to take over their decision-making ability. One of the primary roles of the nurse is to work with the family unit to explore and establish their goals, altering the environment and plan of care with a sense of ethical responsibility. Issues of control are often one of the most important aspects to address. What is frequently identified as a non-compliant person is really someone who is saying "listen to me." The nurse cannot assume that the patient and she have the same goals; she needs to learn who the patient is first and the way to accomplish that is to listen to his words and his spirit.
An atmosphere of honesty without being abusive with the truth is essential before the nurse can be trusted. Regular visits by the nurse are necessary to assess for changes in status and to prepare the patient and family for potential problems. There must be someone available on a 24hour basis to address symptom management and supportive issues. By having immediate back-up and a goal of death with dignity already established, the patient is able to remain at home and die with the family in attendance without the preoccupation of panic and a sense of helplessness. The family should have the option of a home visit at the time of death to relieve any guilt or fear of having the responsibility of deciding that the death has occurred. When a time of death visit is made, the nurse can help the family express their sadness, and facilitate the beginning of the active grieving process.
BEREAVEMENT
One of the areas of care required for a hospice program to provide is that of bereavement. An average length of time to follow a family after a death is one year, so that the survivors are supported as they deal with the holidays and each season without their loved one. Since it has been documented that the stress of bereavement can lead to pathological consequences in areas of both physical and mental health, a formal program of support can be considered preventive medicine (Worden, 1985) . There are two major goals during this time of service, the first being the function of normalizing the grieving process, enabling a survivor to deal with their loss, experience their pain and be able to reinvest in life. The second responsibility of the nurse in bereavement care is the recognition of pathological grief and the referral to an appropriate resource for professional therapy.
CONCLUSION
In choosing this area of practice, the nurse need not only be educated and skilled in the profession but must deal with self-concepts of morbidity and mortality. Confronting death on a daily basis challenges one's beliefs and attitudes toward their own life and death. If the nurse is not comfortable with the frank discussion of death, she or he will not be able to be honest and supportive to a patient and family trying to cope with an ultimate crisis. The nurse must be involved and truly care about each patient or else the level of care provided will lack an important element of humanism. The nurse must learn to say good-bye even as she or he says hello.
In order for the nurse to provide quality care to a terminal patient and family, one must first take care of oneself. The realization that she or he is not all things to all people is an important lesson to be learned. Peer support, formal recreation, and stress-reducing programs along with being knowledgeable regarding the warning signs of "burnout" are necessary preventive measures in maintaining a balance of normality in one's lifestyle. The satisfaction of allowing a patient control over what remains of his or her life and supporting families to give that last measure of love confirms for the nurse individual choices in both professional and personal life.
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